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Abstract
With the availability of antiretroviral therapy, more children living with HIV live
longer than before and grow into young adulthood. This study examined the concerns of
youth about disclosure of an HIV diagnosis to their sexual partners and attempted to gain an
understanding of their HIV status disclosure experiences, views, and plans. A focused
ethnography was undertaken. Using semi-structured interviews, data were collected from 20
youth between the ages of 15 and 24 years who were attending an HIV clinic. The findings
highlight that youth generally struggled to disclose their HIV status to their sexual partners.
The most frequent reasons for concealing their HIV status was fear of relationship
2

termination, being unmarried, and fear that their sexual partners may reveal their HIV
diagnosis to the community, thereby predisposing them to stigmatization, discrimination, and
prejudice. There is a need to develop and strengthen HIV disclosure support groups for youth
to help them develop life skills for overcoming HIV-related stigma.
Key words: discrimination, focused ethnography, HIV transmission, HIV status disclosure,
living with HIV, Malawi, sexual behavior, sexual partners, stigma, youth
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Background
Two to three decades ago, many children living with HIV, frequently acquired
through vertical transmission, were dying before their fifth birthday (Davies et al., 2016).
However, with the availability of highly active antiretroviral therapy (ART), more children
living with HIV are living longer and maturing into young adulthood (Davies et al., 2016).
Globally, it is estimated that 37.9 million adults and children are living with HIV, of which
about one million are in Malawi (UNAIDS, 2019). In Malawi, the prevalence of HIV among
youth between the ages of 15 and 24 years is increasing each year, with over 30% of all new
infections occurring in this population (UNAIDS, 2018). For most youth living with HIV,
the transmission route is vertical (Davies et al., 2016).
The disclosure of HIV status to potential sexual partners is one of the essential public
health strategies for ongoing prevention and control of HIV transmission (O’Connell et al.,
2015). More youth should, therefore, know their HIV diagnosis and be able to disclose their
HIV status to sexual partners for the adoption of safer sexual behaviors (Hampanda & Rael,
2018; Weintraub et al., 2017). The disclosure of HIV status to sexual partners also increases
the opportunities for receiving social support, enhancing self-management of HIV, and may
motivate partners to engage in voluntary HIV counseling and testing (Yaya et al., 2015).
Although evidence has shown that HIV disclosure benefits both youth and their communities,
disclosure is often an individual act that may or may not occur, based on the influences of the
prevailing societal and cultural dynamics (Mengwai et al., 2020). Earlier studies indicate that
the advantages of HIV disclosure to sexual partners by youth are outweighed by the fear of
unwanted community disclosure (Mengwai et al., 2020), fear of stigma and discrimination
(Mengwai et al., 2020), negative self-image (Evangeli & Wroe, 2017), fear of violence, and
rejection by peers (Colombini et al., 2016), as well as fear of personal embarrassment
(Evangeli & Wroe, 2017). In addition, the negative cultural and religious perception of sexual
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activity as a potential mode of HIV transmission is associated with immorality, and this is
reported as a barrier to HIV disclosure (Nhamo-Murire et al., 2014). As a result, some youth
who are aware of their HIV diagnosis self-isolate for fear of abandonment or rejection and
being judged by the community for socially “inappropriate” sexual behaviors (Evangeli &
Wroe, 2017).
Although disclosure of HIV status to sexual partners is a complex phenomenon, a
significant proportion of youth living with HIV are engaging in risk-laden sexual behaviors,
including having multiple sexual partners and unprotected sexual activity (Elkington et al.,
2014; Mengwai et al., 2020). Malawi is one of several developing countries with reports of
early sexual debut (below 15 years of age) and high engagement in risky sexual behaviors in
youth, including by those living with HIV (Malawi National AIDS Commission, 2015;
Pindani et al., 2014). Studies in this country have examined HIV status disclosure among
people living with HIV in Malawi; however, these studies focused on patterns of HIV status
disclosure to children of their HIV diagnosis by caregivers or health workers and between
adult sexual partners (Hino et al., 2018; Kalembo et al., 2018; Mandalazi et al., 2014). No
published study has yet investigated HIV status disclosure by youth living with HIV to sexual
partners, despite current evidence of high engagement in risky sexual behaviors in this group.
There are unique needs and challenges associated with youth and their developmental
stage. For example, it is essential to understand the dynamics of HIV status disclosure among
youth while also considering the importance of peer pressure and developing a social identity
(WHO, 2019a). The aim of this study was to examine the concerns, as well as experiences,
associated with disclosure of HIV status to sexual partners among youth living with HIV in
Malawi.
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Methods
Design
This focused ethnographic study is part of a larger study designed to investigate the
sociocultural context of HIV risk and sexual behaviors among youth living with HIV in
Malawi. Focused ethnography and, more particularly, an interpretive approach, aims to better
understand the subjective experiences of the participants through the integration of their
personal and internal world experiences (Whitehead et al., 2018). Focused ethnography is a
branch of traditional ethnography that adopts reformed approaches to data collection and
engagement in the field (Wall, 2015). Unlike traditional ethnographies, the researcher can
spend less time in the field while rigorously eliciting purposeful data using one or more data
collection methods such as observations, recorded artefact, and in-depth interviews (Cruz &
Higginbottom, 2013). This approach helps to define people’s cultural understanding of a
problem through the description of their thoughts, behaviors, and interactions within a
cultural group (Wall, 2015). A cultural group is defined as any cluster of individuals sharing
common experiences and characteristics, irrespective of their geographical boundaries (Cruz
& Higginbottom, 2013). In this study, the distinct cultural group was youth living with HIV
in Malawi.

Setting and Participants
Twenty youth living with HIV were recruited to the study from a specialized
outpatient clinic for people living with HIV, at Mwanza District Hospital in the Southern
region of Malawi. Youth from this setting were eligible to participate if they were (a)
between the ages of 15 and 24, (b) diagnosed with HIV (as verified by the recruiting nurse),
(c) aware of their HIV status for at least 6 months, and (d) receiving care at the HIV clinic at
Mwanza District Hospital. To diversify the sample and to ensure the representativeness of
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youth living with HIV in the Mwanza District, equal numbers of participants with different
personal attributes (age, gender, marital status) were enrolled. Based on the sample size of
previous focused ethnographies (Conte et al., 2015; Kallakorpi et al., 2018), the targeted
sample size for this study comprised 20 participants. Data saturation was achieved by the
15th interview; however, five additional interviews were conducted to ensure
representativeness of information, increasing the credibility of the findings.

Recruitment
Three qualified nurses employed at the clinic assisted with the purposeful
identification and recruitment of participants in the study. The nurses were briefed on the
study objectives, inclusion criteria, and procedures before the recruitment process began and
were provided with the opportunity to ask questions and clarify any unclear area. These
nurses identified potential participants attending the HIV clinic and provided prospective
participants with research packets containing consent or assent forms (for participants
younger than 18 years ) and study-specific information. Participants younger than 18 were
also given consent forms for completion by their responsible caregivers. The study
information and consent forms were read to one illiterate participant and her guardian at the
clinic, and thumbprints were used as signatures. Only participants who returned signed
consent/assent forms to the study’s principal investigator (M.Z.) or the clinic’s nurses were
scheduled for an interview. Twenty-two of the identified 26 potential participants returned
the signed consent/assent forms. Of the 22 participants returning signed consent/assent forms,
two participants were not interviewed; one had a hearing disorder, which had the potential to
impact communication, and the second individual did not come for the scheduled interviews.
Ethical and Data Collection Procedures
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Ethical approval was obtained from the Edith Cowan University Human Research
Ethics Committee (#20628) and the National Committee on Research in Social Science and
Humanities in Malawi (#P.12/18/340). Before interviews, all participants were asked to
confirm that they understood the research information, voluntarily provided their informed
consent, and agreed to audiorecording the interview. All participants were given pseudonyms
before an interview to protect confidentiality. Depending on the time for the interview and
distance to the clinic, some participants (n = 17) were refunded transport money and given
lunch allowances.
Data were collected by M.Z. through in-depth interviews, which included the
recording of detailed field notes, between January 26, 2019 and May 17, 2019. A structured
interview guide was used to collect data. The first part of the interview guide included
questions on demographic information: age, education, religion, employment status, marital
status, and living conditions. The second section of the interview guide used open-ended
questions related to the mode and process of HIV disclosure, perceptions of HIV disclosure,
and any perceived barriers and/or challenges encountered with disclosure (Table 1). The
interview guide was developed in English and translated into Chichewa (the local language
for Mwanza District) by a team of bilingual professionals to ensure equivalence and cultural
and linguistic sensitivity (Douglas & Craig, 2007). The interview guide was then piloted,
before use, on two youths living with HIV (data not included herein), leading to refinement
of the interview guide. A refined set of probes was used together with the main questions to
elicit more information from participants. Depending on an individual’s responses, probes
varied in use, wording, and order (e.g., “how did you tell them?”).
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Table 1. Interview Questions on Disclosure of HIV Status

1. How did you find out that you are living with HIV? When?
2. What do you think caused your problem? When?
3. Do you manage to discuss your status with other people?
•

How about your sex partner?

•

Why did you decide to disclose your status?

•

How did you tell them?

4. How did your partners react to the disclosure?
5. Has disclosing your HIV status affected you in any way? Your health? Medication?
Social life?
6. When you think of disclosing HIV status, what helps? What affects you most?
7. What are/were your biggest fears about disclosing your status to your partner?

All interviews took place at the outpatient clinic and were conducted in a private
room; M.Z., a native Malawian and fluent in the Chichewa dialect, conducted the interviews.
Interviews lasted between 21 and 56 minutes and all were audiorecorded. Half (n = 10) of the
participants had repeat interviews to clarify and add information; these repeat interviews were
selected based on gaps identified in their information during the preliminary data analysis.
Field notes recorded by the interviewer included notes on casual observations of participants,
the physical environment of the clinic, and a personal reflection written soon after each
interview.
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Data Analysis and Management
A total of 20 interviews were completed. After each interview, audio recordings were
uploaded into a password-protected computer, and the digital recorder was cleared daily. All
digital research materials were removed from the computer and uploaded onto the
University’s password-protected central cloud drive, while hard materials were kept in a
locked cabinet accessible only to the researchers. The interviewer transcribed the audio
recordings verbatim, and personal identifiers such as names of villages and schools were
assigned pseudonyms during transcription for confidentiality. Forward and back translation to
English was done by four bilingual translators (Chichewa and English) and bound by
confidentiality, as recommended by the World Health Organization (WHO, 2019b).
Using an inductive approach, manual thematic data analysis was undertaken
following the guidelines by Braun and Clarke (2006). All authors of this manuscript read and
re-read the transcripts to familiarize themselves with the data before beginning the analysis.
Data analysis started with each author open coding raw data independently and grouping
similar codes into categories. Categories with similar meanings were linked to identify the
meaning and pattern of relationships and the classified codes, which were then discussed by
all authors to formulate themes. Extracted themes were cross-checked against the data to
verify the following: (a) the verbatim quotes used to identify the themes, (b) the codes
represented the participants’ quotes, and (c) the relationship between the codes, categories,
and identified themes was a true reflection of the data. Researchers held regular meetings to
discuss and agree on the emerging patterns of themes. Decisions on discrepancies were
discussed and followed the majority rule. The authors are all female nurses with research
backgrounds. M.Z. is a Malawian undertaking doctoral studies in Australia; D.A. and D.I. are
2

Australians with postgraduate qualifications and many years of experience in conducting
similar research.

Rigor
Alongside the in-depth interviews with the youth living with HIV, other data were
also sourced from the written contemporaneous field notes on casual observations, which
enhanced the credibility of this study. All interviews were carried out in the local language
for the participants, to give comfort and facilitate rapport building. In addition, all data
materials were recorded in Chichewa to preserve meaning and cultural context for
dependability. The study used the interpretivism paradigm, which is based on the beliefs and
perceptions the researcher has about the social environment (Whitehead et al., 2018).
However, having a team of three researchers with different cultural backgrounds facilitated
neutrality and dependability in the analysis and data interpretations (Cope, 2014). All authors
practiced reflexivity by meeting regularly to discuss possible biases during analysis and to
agree on the identified themes. M.Z. kept a reflective journal that helped to document notes
from observations of behaviors and to reflect on points or feelings about which the researcher
wanted to clarify or theorize outside of the interview. This reflective journal was also used for
recording a decision trail undertaken at every research stage for dependability. Chichewa
transcripts were given to 16 traceable participants for member checking to clarify and
confirm data before translation into English.
After data analysis, an external academic researcher in child and adolescent health
and research in Malawi, who was not involved in this study, reviewed the data, codes, and the
identified themes to confirm accuracy in data analysis. This external review, and our
methodology as described above, enhanced the study’s credibility (the truth of results),
dependability (consistency in findings by another researcher over similar conditions),
2

confirmability (minimizing researchers’ bias in data interpretation to represent participants’
views), transferability (applicability of findings to other settings), and authenticity (an
expression of the true feelings of the participants in the quotes) for trustworthiness (Cope,
2014).

Results
Characteristics of Study Participants
The study included 10 males and 10 female Malawian participants between the ages
of 15 and 24 years (Table 2). Participants in the study had been aware of their HIV status
between 6 months and 15 years. Most of them were unmarried (n = 14), with the majority
having current or past sexual relationships (n = 18). Six participants (five females and one
male) were married, and all had disclosed their HIV status to their spouses. In contrast, of the
nine participants who were sexually active but not married, none had disclosed their HIV
status to their past or present sexual partners. Disclosing one’s HIV status to a sexual partner
or partners, by unmarried participants, was uncommon (n = 3; Table 2).
Generally, participants were aware of the source of their HIV infection: 11
participants acquired HIV vertically, eight participants were infected through sexual contact,
and one participant was unaware of the source of infection. Only three out of nine
participants who had acquired HIV vertically had disclosed their HIV status to their sexual
partners. In contrast, six of the eight respondents who had acquired HIV through sexual
contact had disclosed their HIV status to sexual partners. Participant characteristics are
presented in Table 2.
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Table 2. HIV Status Disclosure and Participants' Sexuality

Participant’s

Sex

Age

Names*

Disclosed

Marital

Mode of

Current

Partner’s

Number of

Ever

to

Status

Infection

Sexual

HIV

Lifetime

Had

Partner

Status

Past

Sex

Sexual

Partner

(s)

Partners

Lonjezo

F

17

Yes

Unmarried

Vertical

1

Negative

-

Yes

Alefa

F

17

No

Unmarried

Vertical

5

Unknown

-

Yes

Mphatso

F

18

Yes

Unmarried

Sexual

0

Positive

2

Yes

Omega

F

20

Yes

Married

Sexual

1

Positive

2

Yes

Mary

F

21

No

Unmarried

Sexual

0

Unknown

1

Yes

Malita

F

21

No

Divorced

Sexual

1

Unknown

2

Yes

Tamanda

F

22

Yes

Married

Sexual

1

Positive

>2

Yes

Gonjetso

F

22

Yes

Married

Sexual

1

Positive

2

Yes

Yankho

F

23

Yes

Married

Vertical

1

Positive

1

Yes

Maya

F

24

Yes

Married

Sexual

1

Positive

4

Yes

Funsani

M

24

Yes

Married

Sexual

1

Positive

7

Yes

\Tsonga

M

23

No

Unmarried

Unknown

0

Unknown

3

Yes

Dalitso

M

20

No

Unmarried

Vertical

1

Negative

0

Yes

Chimwemwe

M

19

No

Unmarried

Vertical

1

Unknown

-

Yes

Kondwani

M

18

No

Unmarried

Vertical

1

Unknown

1

Yes

Mada

M

18

Yes

Unmarried

Vertical

1

Positive

0

Yes

Jonasi

M

18

No

Unmarried

Vertical

0

Unknown

1

Yes

Takondwa

M

17

N/A

Unmarried

Vertical

0

N/A

0

No

Mwayi

M

16

No

Unmarried

Vertical

1

Unknown

-

-

Thoko

M

15

N/A

Unmarried

Vertical

0

N/A

0

No

Note. N/A = not applicable; - = missing data; F = female; M = male.
Pseudonyms.

*

Four themes were identified from the analysis: (a) perspectives about the mode of
HIV disclosure to sexual partners, (b) reported consequences of HIV disclosure, (c) perceived
barriers to HIV disclosure to sexual partners, and (d) perceived facilitators for HIV
disclosure.
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Perspectives About the Mode of HIV Disclosure to Sexual Partners
Participants who had disclosed their HIV status to sexual partners reported different
ways of disclosing, including (a) planned disclosure, (b) accidental disclosure, (c) routine
HIV disclosure by health workers at the HIV clinic, and (d) forced disclosure through a
lawsuit. Regarding planned disclosure, participants disclosed their HIV status privately, at
home, after receiving the results of their HIV test at the antenatal clinic, as part of routine
care during pregnancy. Tamanda, a 22-year-old female, said: “I knew my status when I was
pregnant and attending the antenatal clinic, that’s when I got tested for HIV. Then they asked
me a lot of questions, and later they gave me the medication. I told my husband.”
In general, the HIV clinic in Mwanza is open to public view. Youth attending the
clinic could be easily associated with HIV and thus risk accidental disclosure of their HIV
status. In this case, youth attending the clinic could be identified through deliberate
observation, accidentally, or by other attendees at the clinic. For example, some participants
believed that their sexual partners assumed their HIV status after spotting them at the clinic
before their sexual relationship commenced. Disclosure of HIV status for such participants
was a confirmation of the assumptions made by their sexual partners. “I found her here
[clinic]; she was already infected.” (Funsani, a 24-year-old male) Likewise, another
participant added, “She also has the same condition. I didn’t give her the virus; she was
already like this before we met. I used to see her here before our relationship started” (Mada,
an 18-year-old male).
Female participants described routine or couples’ HIV testing (which was
encouraged) by health workers at the hospital as the impetus for disclosure. Their spouses
became aware of their HIV status after escorting them to the hospital, where they were
further investigated and tested for HIV as a couple or in the presence of the partner. “I was
2

sick … he [husband] … called one of his women friends from the hospital to assist … then
she brought us here, and I got tested” (Gonjetso, a 22-year-old female). Similarly, another
female participant stated, “I was found with HIV when I was pregnant with this baby. I came
with my husband to the antenatal clinic, and we were tested for HIV. Both of our HIV results
came out positive” (Maya, a 24-year-old female).
The following example of HIV disclosure was a requirement for lawsuit proceedings
against a husband for marrying an underage female partner. The female participant and her
husband were tested:
There was a letter to subpoena us saying “John [pseudonym for husband] and his wife
are needed at the police.” The Group Village Headman had sued my mother for
marrying off an underage girl (the participant was younger than 18 years old when she
married). They [the police] demanded that I get tests for sexually transmitted
infections … and pregnancy. So, I went with John, and we got tested … two stripes
came up, meaning it was positive. (Mphatso, an 18-year-old female)
Reported Consequences of HIV Disclosure
Participants reported subsequent difficulties with their relationships after disclosing
their HIV status to their partners. They experienced a relationship breakdown related to
disclosure. For instance, one participant disclosed her HIV status to her boyfriend, who was
not living with HIV, and he gradually distanced himself and stopped all communication with
her. She stated, “He is currently in Mangochi, but he doesn’t call me these days. I have also
heard that he intends to marry another woman. As such, I don’t call him either” (Lonjezo, a
17-year-old, pregnant female). Another male participant believed that one of his past
girlfriends left him without “proper goodbyes” because he was falling sick often. He stated,
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“I was falling sick frequently, so the relationship did not work out; she must have suspected
that I have HIV” (Tsonga, a 23-year-old male).
Polygamous relationships are common and legally accepted in Malawi (PLAN
International, 2016). It is estimated that 13 out of 100 women in Malawi are in a relationship
with a man who has other wives (Malawi National Statistical Office & ICF International,
2017). For Tamanda, who was in a polygamous marriage, her husband left her to live with his
first wife for awhile after she disclosed her HIV status. “He got angry and left the house; then
he came back and said, ‘Tamanda, I won’t do it again, look at me, I am also taking the
medication’” (Tamanda, a 22-year-old female).
Participants who did not disclose their HIV status did not feel it necessary, as they
thought their partners were already living with HIV and were aware of their HIV status but
concealing it:
I never disclosed this to the father of my child up to date. I just told him that … since
I was very angry, I called him to say it’s over between us … he doomed my future. If
he had disclosed to me, it could have been different, but he wasn’t truthful with me.
(Participant was visibly angry: Field notes; Mary, a 24-year-old female)
Similarly, another participant said,
It is my husband who infected me … he kept it from me; he killed me. If he were
someone else, he would have asked me to go with him to the hospital for an HIV test
or rather tell me that he went for an HIV test and he was found positive; but he chose
to keep it a secret first. He waited till I fell sick, that’s when he brought me here for a
test. (Gonjetso, a 22-year-old female)
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Perceived Barriers to HIV Disclosure to Sexual Partners
Among participants who were sexually active, disclosing HIV status to sexual
partners was a significant problem, especially among unmarried participants. The main
reasons for concealing their HIV status were concerns about confidentiality and a lack of trust
in their sexual partners to keep their HIV status a secret. The concerns about maintaining the
confidentiality of the information is illustrated by Jonasi, an 18-year-old male participant who
stated, “… it [status disclosure to sex partner] cannot happen because no one can keep my
secret. It cannot happen, never.”
To protect their privacy, respondents intentionally kept their disclosure circles small
because unwanted disclosure meant enlarging the circle of those knowing their HIV status.
Participants believed that the more people who came to know their status, the higher the
chances were of being gossiped about and/or stereotyped as a prostitute/womanizer: “I just
fear that maybe when my friends hear about my HIV status, they will discriminate me.
People commonly think you got infected with HIV because you are a slut” (Maya, a 24-yearold female). In turn, it could lead to social isolation or exclusion from the use of communal
amenities and work opportunities. Another participant stated, “If I tell my neighbor, I will be
stigmatized. The neighbor will stop sharing food with me or offer fewer job opportunities,
while concluding that I am a prostitute. It is better that I tell no one” (Mary, a 24-year-old
female). The perceived consequences from enlarged disclosure circles were assumed to
impede communication of HIV status to sexual partners.
In this study, unmarried participants were more reluctant to disclose their HIV status
to sexual partners than married participants. They feared the potential harm that HIV
disclosure could have on their relationship. Specifically, participants verbalized fear and
anxiety about the relationship breaking down and becoming unstable due to HIV status
2

disclosure. For example, “No, I didn’t disclose my status [to ex-boyfriend], I was worried he
would dump me” (Yankho, a 24-year-old female). Similarly, “I think this [disclosure] can
cause misunderstandings in our relationship … she can’t understand me. To prevent fights or
to let her disclose my status to other people, I just stay quiet” (Mwayi, a 16-year-old male).
More likely, a perceived short-term commitment negatively influenced the “insecure
feelings” of those in early boyfriend/girlfriend relationships, considering that almost all
married participants in this study had disclosed their HIV status to their sexual partners.

Perceived Facilitators for HIV Disclosure
The motivation to disclose HIV status to sexual partners was inherent and emotionally
influenced. For example, love and the desire to protect partners were the motivations for
participants to disclose to their partners, as narrated by Lonjezo, a 17-year-old female,
“because I loved him [boyfriend], I was troubled that I might infect him. I told him my
status.” Performing the HIV test together as spouses and meeting their future spouses at the
HIV clinic before courtship also increased the spouse’s opportunity to know a participant’s
HIV diagnosis.

Discussion
The findings indicate that Malawian youth living with HIV generally struggled to
disclose information about their HIV status and frequently delayed disclosure. Failure to
disclose one’s HIV status to a sexual partner can have detrimental consequences, including
the avoidable transmission of HIV (Yaya et al., 2015). The results portray a picture of a
young person caught in a conflict between protecting their private information while living
with HIV. The youth living with HIV are torn between two different, but equally compelling,
2

moral imperatives: first, intentions to maintain love and long-term relationships while,
second, protecting oneself from stigmatization and/or rejection by sexual partners.
Generally, unmarried participants were found to struggle with disclosing their HIV
status to their sexual partners. This study supports findings from previous studies in which
cultural and social setting factors negatively affected the disclosure of HIV status to spouses
by more unmarried than married participants (Hampanda & Rael, 2018; Ojikutu et al., 2016).
Married participants are more likely to disclose HIV serostatus to their partners because of
the perceived proximity to their spouse, frequent clinic visits, and daily medication influence
(Knettel et al., 2019). We also suggest that being married provides ease of communication
and some assurance for a long-term relationship. Other researchers have previously
corroborated the likelihood of disclosing HIV status to partners if the people living with HIV
perceive they are part of a committed relationship (Hino et al., 2018).
In this study, participants who acquired HIV through vertical transmission had also
lived longer with the diagnosis than those who were infected during adolescence and young
adulthood. Research highlights that children growing up with HIV are consistently
encouraged by their caregivers not to disclose their HIV status (Kalembo et al., 2018). The
effect of growing up while being restricted from disclosing HIV status may have a deep and
lasting grip on their comfort and ability to disclose HIV to sexual partners.
Our findings show the disclosure process of HIV status to sexual partners varied
between married and unmarried participants. Married participants discovered their HIV
diagnosis frequently in the presence of their spouses, who accompanied them to the hospital
when they had fallen ill or experienced pregnancy. Participants did not have the opportunity
to decide whether (or when) to disclose HIV status to the partner if HIV testing was
conducted as a couple. Health programs on disclosure of HIV status to partners in Malawi
have intensified the male partner involvement in maternity health care, including spousal
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notifications for pregnant women who are found to be living with HIV and having HIV
testing carried out at antenatal clinic for couples (Hino et al., 2018; WHO, 2012). Regarding
spousal notification, partners of the newly HIV diagnosed individual are sent HIV testing
invitation cards (Hino et al., 2018). We suggest these programs may have enhanced the
likelihood of partner awareness regarding the HIV status of the married participants in this
study. Programs such as universal partner notification should extend to all youth living with
HIV as a vehicle for reaching out to their partners for voluntary counseling and testing. This
partner notification would enhance HIV status awareness, especially in partners who are
reluctant to inform their loved ones of their positive HIV status. This would increase the
chances of provider-initiated HIV status disclosure if the HIV test is conducted as a couple.
Unmarried participants in this study frequently reported failure to entrust their sexual
partners with their HIV diagnosis. They believed that “no one can keep their secret” and,
therefore, disclosure of HIV status to sexual partners “cannot happen, never.” Since the onset
of the HIV pandemic, fighting HIV-related stigma and discrimination has been an important
aspect of HIV programs; however, people living with HIV continue to experience related
challenges to stigma and discrimination. This suggests that health care workers need to be
involved with community-driven health initiatives and advocate for the improvement of
youths’ health overall. For many years, interventions to fight HIV-related stigma and
discrimination have targeted the community through health education and awareness (Stangl
et al., 2013). In this study, fear of the reaction of the community was found to be the core and
genesis of other factors related to fear of HIV status disclosure. We argue that HIV programs
designed to reduce stigma and discrimination should commence education with the involved
individuals living with HIV, then move outwards to incorporate the community. Youth living
with HIV should be empowered with social skills to boost their self-esteem, develop
resilience, and be given a voice to speak for themselves as a unique group living with HIV.
2

National policies designed to protect youth living with HIV in terms of disclosure of HIV
status and equal opportunities should be reinforced, while youth should be taught and
encouraged to know their rights to access equitable health care and social standing.
One of the most frequently given reasons for their HIV status concealment from
sexual partners was fear that their sexual partners would accidentally reveal their diagnosis to
the community, thereby simultaneously exposing them to stigmatization, discrimination, and
prejudice. Participants in this study described both actual and perceived stigma and
discrimination. Other researchers have found that people living with HIV are denied equal
opportunities because of the misconception that casual contact has the potential to transmit
HIV (Wong & Nur Syuhada, 2011). In addition, living with HIV is translated into being
promiscuous/womanizer, which is a culturally unacceptable behavior that deserves
“punishment” in some religious communities and results in community isolation (Adia et al.,
2018; Watts & O’Byrne, 2019; Wong & Nur Syuhada, 2011). This study relied on data from
youth living with HIV only, and it is essential to examine the perceptions of other people in
the community on how to best support this population. It will be important to empower the
youth population with skills and a voice, as well as to target all society members with HIV
educational programs on stigma and discrimination.
For some participants, the fear of disclosing their HIV status to their sexual partners
was overcome by love and a desire to protect their partners. Although the uncertainty of love
and relationships is inevitable, youth living with HIV might benefit from coaching on life
skills and decision making to promote resilience and self-esteem. Transparent decisions in
sexual relationships may improve youth well-being and facilitate communication. Disclosure
of HIV status to partners to prevent transmission of HIV and access to relevant or appropriate
support services are vital in the uptake of HIV health services (Chapman et al., 2020).
Therefore, disclosure of HIV status to sexual partners is of paramount importance among this
2

population, considering that findings from a large multisite clinical trial in Botswana
indicated that youth living with HIV lag on the uptake of HIV services compared to adults
(Wirth et al., 2020). Disclosing HIV status to partners can enhance youth access to social
support and provide help in making safer sex choices. It is, therefore, important for a health
worker to understand the interplay occurring between the disclosure of HIV status to a sexual
partner, love and relationship dynamics, and perceived risk of HIV stigma or discrimination
in the broader community.

Limitations
Interpretation of the findings of this study should be made with a comprehension of
the limitations of qualitative study designs. This study was conducted at the HIV clinic,
which may have influenced participants’ responses in terms of comfort and being aware of
what behavior is professionally regarded as “acceptable.” Although attempts were made to
diversify the sample, there was an overrepresentation of married female participants
compared to married male participants. This occurred because most females within this age
group and presenting at the clinic were already married. Attempts to recruit an equal number
of participants from both genders, who were either married or not, slowed down the
recruitment process. Delayed recruitment would have affected the study timeline. In addition,
these findings are not a reflection of the perceptions of youth living with HIV who may not
yet have started HIV treatment programs or those who missed the opportunity to participate
in the study because they skipped their clinic appointments during our data collection period.
Thus, these limitations may hinder study transferability to other youth populations. Finally,
selection bias may have occurred because of personal preferences of the recruiting nurses
who had an ongoing nurse-patient relationship with participants.
2

Conclusion
This study provides insight into critical aspects of HIV serostatus disclosure among
youth living with HIV in Malawi and similar settings. Being married in this study provided a
long-term sense of belonging and ownership and hence, an ease in disclosing HIV status,
unlike unmarried participants, who frequently reported failure to trust their sexual partners
with their HIV diagnosis for fear of abandonment and unwanted HIV disclosure. Disclosure
of HIV status is highly influenced by the community in which the youth resides. As such, it is
suggested that HIV programs designed to facilitate disclosure of HIV status should not only
educate people more widely in the community but also equip youth with knowledge and
skills to overcome their fear and promote confidence to denounce HIV-related stigma,
discrimination, and prejudice.

Key Considerations
•

HIV should be treated like other sexually transmitted infections. Each new incident
should flag the need to trace, contact, and invite the sexual partner(s) for HIV
counseling and testing, and this should apply to both married and single youth.

•

Combating stigma and discrimination as a means of enhancing HIV disclosure should
involve youth living with HIV, by equipping them with knowledge and life skills to
overcome the fear of disclosure and resilience to fight stigma and discrimination at
individual and group levels.

•

Awareness of HIV and the importance of communicating HIV status disclosure
should continue among the youth and members of their communities.

2

•

Equity and rights of youth living with HIV should be upheld in communities, and
national policies that protect youth with HIV from community stigma and
discrimination should be reinforced.

2
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